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The Coalition on Charging
This is the ‘Coalition on Charging’ response to the Department of Health (DH) Fairer Contributions Guidance consultation on the extension and revision of statutory guidance for charging for non-residential social services in relation to personal budgets.

The Coalition on Charging is a group of national disabled people, older people and carers’ organisations working together on the issue of charges to use care services. We are aware that charges for the support that is available to live independently at home has had a significant impact on the day to day lives of the people we represent. This document is based on our collective experience and views. 

The members of the Coalition who have formally supported this response are: The National Centre for Independent Living; National Autistic Society; Mind; 
Alzheimer’s Society; Disability Alliance; Alliance for Inclusive Education; Carers UK; Counsel and Care; RNIB; Leonard Cheshire Disability and the Parkinson’s Disease Society. However, this joint response should not be taken to represent the specific proposals of every organisation on each point. For individual organisation proposals please see the separate individual submissions.
Summary
The Coalition agrees that there is a need for new charging guidance. We acknowledge that this consultation is focused on personal budgets but believe a broader review is required of charging guidance. 
· We recommend a fundamental review of charges and their impact. We and our local members welcome involvement in a review of charges.

· We do not support ‘net’ payments of Personal Budgets. Payments should be made gross with charges collected from contributors to ensure transparency and accountability.

· We believe that the guidance should clarify that Disability Related Expenditure (DRE) should not be settled in blanket ‘allowances’ to individuals (based on impairment type for instance). DRE must be fairly and accurately assessed by qualified staff. Blanket sums are likely to be discriminatory under the Disability Discrimination Act.

· We recommend that DH provide strong guidance on undertaking DRE in partnership with user groups. We welcome involvement in developing guidance to support local authorities.

Overall, we believe that the current system of charging for adult homecare services:


· undermines Government commitments to independent living and equal citizenship; 
· increases the likelihood of disabled people, older people and carers living in poverty; 
· fails to fully assess contributors’ costs of living (Disability Related Expenditure; DRE); and 

· results in unnecessary demands on the NHS as people stop/reduce services due to charges and experience worse health. 
Introduction: the need for new guidance and further research
The Coalition welcomes the consultation on how charges and personal budgets will operate. We agree that the ‘Fairer Charging’ guidance is no longer fit for purpose.

However, charges to use adult homecare services are an under-investigated area of national and local public policy. Charges require full investigation. Current evidence suggests charges impact negatively on how – and whether – people use essential support. The Commission for Social Care Inspection recommended in 2008 that:

“Current work by the Department of Health on social care charging by councils should address the impact on individuals and their families of high charges in some parts of the country which can amount to a further form of rationing, on top of formal eligibility criteria. In this context the Department should also consider the interaction of charges with processes for determining personal budgets.” 

It is disappointing that the DH did not fully accept this CSCI recommendation. The Coalition accepts the value of ensuring processes allow for personal budgets and charges to operate. However, the impact of charges in limiting service use is perhaps more critical in ensuring public services meet people’s needs effectively and at best value to public resources. 
The cost to people’s lives and to public resources is significant. People reduce or stop using services as a result of charges. Reduced use of support can impact upon the health of people needing support and the health of their families. It can also result in avoidable crisis service use and hospitalisation. The impact of charges therefore needs analysing further. 

Further research needs to be undertaken to ensure the full impact charges to use services have on people’s lives is understood. This research would benefit people who need support, people who administer support and agencies responsible for monitoring support.

Section XIX of the summary of ‘Fairer Charging’ states that:

‘Good management by councils of charging policies continues to be important. Councils need to monitor the impact of charging policies on users and need to know how much it costs to administer their system. As with other services, the user’s and carer’s needs, including their need for good information, should be put first’. 

The Coalition does not believe effective monitoring of charging policies is undertaken routinely at local – or national – level. We believe that the Fairer Contributions consultation conclusions should re-emphasise the need to collect this vital information. 
DH believes that the principles underpinning ‘Fairer Charging’ are still valid. However, the Coalition believes the evidence on how ‘Fairer Charging’ has been implemented suggests that local authorities have not always adhered to the spirit or intention of the guidance
. 

We recommend that, given the current evidence on how people’s ‘means’ and expenditure are assessed, DH should used this opportunity to improve the ‘Fairer Charging’ guidance and better support local authorities and staff to undertake assessments which fully capture and reflect people’s ability to pay charges. 
We believe one set of guidance on fairer charging/contributions would best support local authorities and people paying charges and ensure clarity. 

A single piece of revised guidance would also ensure ‘Fairer Charging’ is brought up to date with benefit changes and other reforms. 
Development of the guidance

DH has not undertaken a full Equality Impact Assessment (EIA) for the proposed new guidance. The consultation provides an incomplete EIA which is of concern to the Coalition. A complete EIA must be made available before DH responds in full to the consultation – and before guidance is issued to local authorities. Local authorities must also be reminded of their duties to fully assess how adopting the guidance may affect people needing support in their areas. It is essential for local authorities to understand the local impact as practice in charges and access to services differs substantially across the country.
Particulars areas for attention in completing a full EIA are:
Disability Equality Duty (DED) good practice

Disability Rights Commission good practice guidance on the DED and changing/reviewing policies which disproportionately affect disabled people states public authorities (including government departments and local authorities) should involve disabled people likely to be affected by the change. Charging policy affects disabled people disproportionately as disabled people are more likely to use care services. 

The Coalition therefore believes it is important for DH to demonstrate how ‘service users’ were involved in developing the guidance – i.e. disabled people paying charges. 
DH should be an exemplar in involvement, demonstrating leadership to other health and social care agencies. The published, partial EIA does not list which impairment groups were consulted – suggesting that the ‘contribution from stakeholders came from varied sources’. The Coalition hopes DH will demonstrate clear involvement of service users and disabled people before responding to the consultation and before issuing new guidance.  

Evidence

The DH partial EIA suggests evidence has been collected to examine the potential impact of the proposals on equality groups. The Coalition hopes this evidence review was intensive and believes that DH should publish the list of documents considered. The appendix mentioned in the DH consultation (‘Appendix A’) was not published. DH should be an exemplar body and always publish the full evidence review for EIAs. 
We believe that a substantive review of evidence would reveal concerns over local authority assessment of Disability Related Expenditure for instance and should have been used to influence DH proposals. The Coalition believes that the pilot site working guidance suggestion of DRE being made an ‘allowance’ to individuals may not have been recommended if a full evidence review or Equality Impact Assessment been undertaken.
Rural Proofing

The Coalition notes the DH suggestion that the proposals have been ‘rurally proofed’ within the partial EIA. 
The Coalition believes that the recommended DRE ‘allowance’ would not concur with a full EIA or rural assessment. A disabled or older person with a long term health condition requiring regular GP or hospital appointments and living in a rural area will have significantly higher transport costs that should be considered in a full DRE assessment. Requiring a wheelchair accessible taxi to, or a PA to support at, appointments can be a considerable expense. Making DRE an allowance may not ensure this essential cost is considered and, if a personal budget was paid net, the proposal could prevent someone attending appointments. The DH proposals should promote good health management for someone in this situation and avoid generating higher healthcare costs through avoidable crisis treatment/hospitalisation. 

The Coalition hopes the DH will publish a full rural proof before responding to the consultation or issuing guidance. 
 Consultation remit
The consultation asked just four questions:

1 Do you agree that applying the same percentage to all personal budgets across all client groups is a reasonable basis for calculating a contribution?
2 Do you think that the measures proposed appear equitable both for service users who receive existing services and for those receiving personal budgets?

3 Do you think that the guidance sufficiently underlines councils’ responsibilities to ensure that policy changes at a local level do not cause extreme effects on service users’ finances?

4 Please identify any other matters/issues in the proposal that you feel remain unaddressed in relation to contributions towards personal budgets.

Each of these questions relate solely to personal budgets. We believe the consultation should have a broader remit. The consultation document suggests that answers must relate to the four questions posed; we hope that DH will promote best practice on undertaking consultations and will respond to all issues raised in responses. 

In correspondence with DH in 2009, the Coalition was encouraged to ensure the issues covered in our ‘Charging into Poverty?’ report were raised in our response to the ‘Fairer Contributions’ consultation. We welcome this opportunity. 
‘Charging into Poverty?’

In June 2008 the Coalition on Charging published the findings of a survey of people needing care and support and their experience of charges. The report – ‘Charging into Poverty?’ – contained recommendations on charging policy
.  
The main findings of our survey of disabled people, older people and carers and their local representative organisations were that:

· 80% of the people who no longer used care services said charges played a part in the decision to end using services. A fifth (22%) of people using services suggested they would stop if charges rise.

· 29% of individuals did not feel their essential expenditure (related to impairment/health condition) had been taken into account in financial assessments to pay charges. Another quarter (23%) believed that only some of their essential costs were considered.
· A third (34%) of individuals described having no choice over the support services they used. 
· Three quarters (72%) of individual respondents and 81% of organisations said the Government should consider care service charges in care reform. 59% of individuals and 77% of organisations also believe the Government should consider ending charges.
Other concerns revealed in the survey were: the postcode lottery (within England and across the UK) of charges; anxiety, anger, and confusion over the current system; and a fear of future charge increases.

The primary recommendation of ‘Charging into Poverty?’ was that a thorough review of the impact of charges be undertaken from 2008. This would have represented a joined-up Government approach; ensuring that the planned Office for Disability Issues (ODI) investigation
 into care service charges contributed to the DH green paper on care reform. The ODI investigation has not begun. The care reform green paper is due to be published in ‘Spring 2009’ (expected June 2009).
Our findings led us to suggest some more immediate/interim improvements in three other areas be undertaken aside from the green paper on care reform. The three areas were: 

· the way Disability Related Expenditure is assessed; 

· local authority process issues; and 

· the contribution care services could make to delivering national policy goals in relation to inclusion, equality, equal citizenship and reducing poverty.

The DH has not made a formal response to these interim measures and recommendations. We believe our proposals would improve efficiency, raise user-satisfaction with services and tackle the barrier that some unfair charges create to delivering broader government objectives of cutting poverty, promoting equality, delivering independent living and tackling health inequalities. 
We hope the findings and recommendations of ‘Charging into Poverty?’ will be a focus of both the green paper and how DH reacts to responses to the ‘Fairer Contributions’ guidance consultation.
Consultation questions
1 Do you agree that applying the same percentage to all personal budgets across all client groups is a reasonable basis for calculating a contribution?

The consultation in not clear on what the percentage is for and how it might be calculated. But we fear that the recommended approach may:
· increase the postcode lottery of service provision and costs, and 
· risk being challenged under the DDA

Granting local authorities the freedom to determine the percentage to be charged means that the percentage will vary across the country. The Law Commission is investigating the current community care framework and was specifically asked to examine the issue of ‘portability’ of support from one local authority to another. Varying charges – or local authorities varying percentages as per the DH proposal – exacerbates the barrier disabled and older people and carers experience if/when trying to move from one local authority to another. Strong feelings were expressed by people experiencing charges to our survey in 2008 about local/regional/national disparities in charges
. We believe DH should be acting on public opinion and assisting standardisation in this area. 
People with multiple impairments or higher needs are likely to secure higher personal budgets. Calculating a contribution based on a percentage of the budget will mean people with higher budgets are likely to face higher contributions. The Coalition believes this could be challengeable under the DDA. The proposed ‘allowance’ for DRE makes this proposal an even more significant concern for many disabled people in particular – as potentially low DRE allowances and high ‘percentage contributions’ may not ensure essential expenditure related to living with (an) impairment(s) is factored into local authority policies. 
We believe that personal budget ‘contributions’ should be assessed individually, based on people’s circumstances and after full consideration of essential DRE. Blanket policies and percentages, whilst seemingly being easiest to operate and ‘efficient’ are:

· unlikely to capture people’s highly personalised circumstances;

· could undermine people’s independence and control;

· could heighten the likelihood of living in poverty; 

· could generate further public dissatisfaction with postcode lotteries; and

· could prevent people managing their own health and cause costs to the NHS (through avoidable hospitalisation) in particular.  

The Government is legislating for personal budgets in healthcare (in the current Health Bill) and a potential ‘right to control’ resources to secure/retain employment in welfare reform proposals. We are steadily moving towards greater citizen control of a range of public service resources through personal budgets. Introducing a percentage system now that generates greater difficulty for merging personal budgets (with NHS and other spending) may result in the need for further, more significant changes to create a seamless system.
2 Do you think that the measures proposed appear equitable both for service users who receive existing services and for those receiving personal budgets?

No measures are suggested, other than that local authorities who provide some services free or at reduced cost may wish to consider doing this in the same way. This is likely to mean all authorities are encouraged to charge for services. It is made clear in the guidance that some local authorities will cut back on the number of free services they provide and we believe this proposal encourages this approach. 

In many areas free or reduced cost services are vital for disabled people, older people and carers. Free services might include short breaks or carer support groups for instance. A reduction in the availability of free or reduced cost services will impact negatively on people using services and people who may/will need support at a later date. 
The policy intention is that there should be no perverse incentives for a service user to opt either for a personal budget as a direct payment, or as a ‘virtual budget’ with services arranged by the local authority. Counsel and Care have suggested that older people are more likely to receive free or subsidised care services, such as community transport, and will fall into the estimated ‘5% that may experience an increase’ in charges. This may cause an understandable resistance among some groups of people to accept personal budgets and undermine the personalisation agenda.
DH should consider how to make personalisation attractive to older people in general and people with dementia in particular, where take-up of measures to increase choice and control of care has been lower. There is a need for reassurance that people will not be worse off financially by using a personal budget rather than receiving traditional local authority arranged services. 
‘Charging into Poverty?’ included a section on the impact of increasing charges on people’s use of services and experiences of withdrawing from support. We asked respondents who had used care services in the past but no longer did so if charges had played a small, large or no role in their decision to not use services any more. 
The response to our survey was overwhelmingly that charges impacted on people’s decisions with 70% saying charges had played a ‘large’ and 10% ‘small’ role in ending use of services. 

We also asked whether people would continue accessing support to the same level if charges were increased. We discovered that:
· 22% of respondents using care services said they were likely to reduce or stop receiving services if charges increased.

A further 41% of respondents stated that they had no choice but to continue using services as they were essential and could not be reduced. One local organisation commented that:

‘The council's figures at March 2008 showed that 62 people had cancelled services since charges increased in September 2007 and 20 of these people had explicitly stated that the increased charges had been the reason.’
‘Charging into Poverty?’ also commented that:

‘Part of the rationale behind people’s decisions to cut or end using services if faced with increases in charges may be the recent pattern of dramatic charge increases. There is a fear charges will continue to rise at above inflation rates, pricing people out of receiving support.’

60% of individual respondents said their charges had risen more than inflation since they had started using services. One individual commented that:

‘I've just received my new charge amount…it has gone up over 12%, far above the level of inflation, as I believe it has on several, if not all occasions. This increase takes up the whole of the annual increase on my DLA…and at a time when many of the essential costs associated with ill health/disability (such as diet, fuel and transport) are also increasing far beyond inflation.’

This makes ensuring increases are fair an essential area for strong guidance. 
The working guidance on budgets for the pilot sites mentions (paragraph 27) that the issue of subsidised local authority services and charges:


‘will be addressed in the proposed review of social care charging’

The Coalition is interested in this review – and when it will occur. We are aware that the Government’s Independent Living Strategy
 committed to investigate the impact of benefit reforms, employment support programmes, and ‘charging policies within adult social care’ (6.5). The ODI is leading this investigation from 2009 but it is unclear if this is the same ‘review’ mentioned in the DH consultation. The Coalition is pleased to have confirmed in April 2009 that the ODI will shortly begin this investigation. 
3 Do you think that the guidance sufficiently underlines councils’ responsibilities to ensure that policy changes at a local level do not cause extreme effects on service users’ finances?

The Coalition is very concerned that, due to the consultation proposals, sudden increases may occur in the charges people pay. The consultation suggests that:
‘some councils may want to consider introducing transitional protection, to ensure increases are gradual’

The Coalition does not believe that this is a sufficient underlining of councils’ responsibilities to ensure policy changes do not cause extreme effect on people’s finances. People are assessed for support using ever-tightening eligibility criteria. People who meet criteria have little or no choice but to use services and to contribute. The impact of sudden increases could be severe. 
The Coalition previously highlighted above-inflation increases in charges. In Kent in 2007, a 33% hike in charges was levied on people needing some support services. The nature of needing support means that services are often unavoidable, placing people at the hands of local authority discretion. Poor practice exists in raising charges at unreasonable levels. The DH proposal may exacerbate this situation. 
‘Transitional protection’ may also not be clear enough. Some local authorities may view delaying an increase in charges as a transitional method. Implementing a price increase at a later date may be unaffordable if people making contributions are unlikely to see real terms increases in income. 

Delaying payment or instigating higher charges for people newly accessing support may not make it easier for people to afford an increase – leaving people with no option but to stop using services. 

Guidance should be issued that is clearer, stronger and fully emphasises local authorities’ responsibility to ensure:

· the need for increases in charges/contributions to be set at affordable levels;

· for people to be informed of changes to charges a stipulated period before the change comes into effect to allow individuals and their families plan to meet increases;

· for people making contributions to have their finances and DRE fully reassessed when raising charges; 
· for the impact of charges (on people using support, people needing support and on the cost of administering charges) to be fully monitored; and

· that all equality and human rights obligations are met in making a policy change that substantially affects disadvantaged groups. This includes undertaking a full EIA at local level; and the meaningful consultation and involvement of people likely to experience charges on charging policy proposals at an appropriate stage – i.e. with time to influence local decision making. 
Greater emphasis should be made that the intention is that this policy should be revenue neutral for local authorities. This would reassure disabled people, older people and carers that the new guidance is to support efficiency and standardisation in the personal budget system and not introduce more or higher charges. 
4 Please identify any other matters/issues in the proposal that you feel remain unaddressed in relation to contributions towards personal budgets.

Payment of contributions

DH has suggested authorities should pay personal budgets net of contributions – i.e. remove contributions before making payments. The Coalition does not agree with the DH proposal that people needing support should have charges deducted upfront from personal budgets. 

We believe that there should be a consistent approach whether people choose to use a service arranged by the local authority or a personal budget, especially as people may move between the two systems. The DH proposal may generate inconsistency and confusion. 

The legal position is that assessment of needs and means (finances) are separate. The approach should be that local authorities meet assessed needs and – separately – charge people. Services must be provided regardless of ability to pay. This approach would continue for traditional service recipients at the same time the new DH proposed approach would emerge for people using personal budgets who would be contributing before ‘using’ a budget. 
We believe that one consistent approach should apply for all people needing support. The consultation document makes clear that local authorities will still need mechanisms for collecting payments from people who receive services instead of a personal budget. Using two models (one for personal budget holders and one for traditional service recipients) makes administration more difficult – especially if people want to move between the different models of support. (NB: this answer is also relevant to question 2 of the consultation, see pp9-12.)

We recommend that payments remain gross. Individuals are then better able to:

· identify how much they are contributing;

· ensure charges are assessed fairly;

· challenge unfair decisions (before charges are removed from budgets); 

· exercise greater control over paying contributions; and

· monitor increases (or decreases) over time.
The level of contribution must also take into account DRE. Local authorities should ensure that the assessed DRE figure is available to people paying charges to ensure transparency, clarity and accountability (as without a clear figure people cannot challenge decisions). 

Assessment of DRE
The Coalition disagrees with the working guidance for individual budget pilot sites on charging and individual budgets that a flat rate allowance is an appropriate way forward regarding DRE and assessments. This is an unacceptable approach. 
The rationale for a flat rate approach is that the former system ‘affects the wellbeing of individuals’. It is useful to have confirmed that poorly undertaken assessments upset people. Our evidence has shown that DRE is poorly assessed; disabled and older people are sometimes left to choose between food and heating as a result. We agree that this system is unacceptable and not fit for purpose. 
However, we do not agree that the best way to correct poor performance is to set a blanket figure for all people with a specific impairment or reaching a set Fair Access to Care Services (FACS) band or personal budget financial level. A blanket figure could: undermine the personalisation of services; fail to recognise people with multiple impairments’ additional costs; and fail to account for size of property and additional support networks for example. We also believe a blanket approach risks being non-DDA compliant. 

The working guidance suggests that Individual Budget pilot sites ‘may wish to consider alternative ways of calculating DRE within the context of their local charging policy’. The DRE figure should be calculated fairly and be set in the context of a disabled person’s assessed living costs. Charges to be imposed should be considered after the DRE assessment and may not be appropriate once DRE is calculated accurately. 

The DWP published a ‘Review of existing research on the extra costs of

Disability’ in 2005 outlining the additional costs of living with impairments. This review could be highlighted to local authorities to assist in assessing DRE. The existing guidance was published before this review. The review makes clear that measuring costs is complicated and supports the Coalition’s belief that DRE assessments must be personalised. 
Existing ‘Fairer Charging’ guidance suggests that local policies will be needed to ensure that DRE is assessed fairly. The Coalition agrees that assessments must be personal to individuals being asked to make contributions. But we believe that some DRE issues are possible to be recorded nationally for flexible consideration and implementation locally.

In the ‘Assessment of disability-related expenditure’ of ‘Fairer Charging’ it is stated that:
‘Specialist assessment staff will need specific training in assessing claims for disability-related expenditure’ and that...‘Further advice will be included in separate practice guidance.’

The Coalition welcomes further guidance. We believe that DH should use the opportunity of reviewing FC to publish clearer compulsory guidance for how councils should assess people’s DRE. The Coalition welcomes involvement in assisting the DH to develop stronger guidance in this area
. 
Summary of recommendations
The Coalition agrees that there is a need for new charging guidance. We acknowledge that this consultation is focused on personal budgets but believe a broader review is required of charging guidance. 
· We recommend a fundamental review of charges and their impact. We and our local members welcome involvement in a review of charges.

· We oppose net payment of Personal Budgets. Payments should be made gross with charges collected from contributors to ensure transparency and accountability.

· We do not agree DRE should be blanket ‘allowances’ to individuals (based on impairment type for instance). DRE must be fairly and accurately assessed by qualified staff. Blanket sums are likely to be discriminatory under the Disability Discrimination Act.

· We recommend that DH provide strong guidance on undertaking DRE in partnership with user groups. We welcome involvement in developing guidance to support local authorities.

Contact
The Coalition on Charging is chaired by the National Centre for Independent Living (NCIL). NCIL can be contacted on 020 7587 1663. 
� ‘Cutting the cake fairly’ CSCI 2008. For further evidence on the negative impact of charges on service use for instance, see: ‘Charging into Poverty?’ NCIL (for the Coalition on Charging) 2008; ‘Care Contradictions’ Counsel and Care 2006 and 2008; and ‘Fair Enough?’ Age Concern, 2004.


� See ‘B v Cornwall County Council’, 2009 for instance. 


� A full copy of ‘Charging into Poverty?’ is available online at: � HYPERLINK "http://www.ncil.org.uk/uploads/pdf/835674465_Charging_Into_Poverty_FINAL.pdf" �http://www.ncil.org.uk/uploads/pdf/835674465_Charging_Into_Poverty_FINAL.pdf�


� The ODI committed to lead an investigation of the changes to employment support, benefits and care service charges in: ‘Independent Living – A cross-government strategy about independent living for disabled people’ (ODI, February 2008).


� See ‘Charging into Poverty?’ 2008: � HYPERLINK "http://www.ncil.org.uk/uploads/pdf/835674465_Charging_Into_Poverty_FINAL.pdf" �http://www.ncil.org.uk/uploads/pdf/835674465_Charging_Into_Poverty_FINAL.pdf� 


� ‘Independent Living – a cross-government strategy about independent living for disabled people’ Office for Disability Issues, Department for Work and Pensions, 2008.


� The B v Cornwall County Council decision, 2009 – though specific to people moving en masse from NHS (free) to local authority (charged) services – perhaps provides further impetus for guidance. 
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